HIV Statistics
• In Kenya, there are 1.4 million adults living with the disease with a prevalence of 5.6% among adults aged 15-64 years (National AIDS and STI Control Programme, 2014)
• There are 200,000 children aged 18 months to 14 years living with the disease with a prevalence of 0.9% (National AIDS and STI Control Programme, 2014)
• Prevalence is expected to keep rising in the decades to come due to increased accessibility to antiretroviral therapy (ART: National AIDS and STI Control Programme, 2014)
• The rising HIV prevalence will lead to an increased need for disclosure within HIV-affected families • On the other hand, healthcare professionals prefer children (especially HIV-positive children) receive timely disclosure (Watermeyer, 2013) • Additionally, different healthcare professions differ on how disclosure should be approached to children (Watermeyer, 2013) Background • These factors add to the complexity of HIV disclosure to children
• However, there are generic HIV disclosure guidelines available from WHO (2011). It is unclear if healthcare professionals are aware of or use these guidelines
• The study was conducted in Nairobi, Kenya at the Kenyatta National Hospital Comprehensive Care Center
• Healthcare professionals who provide healthcare and disclosurerelated services/advice to HIV-positive parents and their children were purposively recruited into the study
• Prospective participants were approached during regular business hours within their working areas at the clinic for participation in the study
• The healthcare professionals included a medical doctor, clinical officer (equivalent of a physician assistant in the US), clinical psychologist, registered nurse, social worker, and a peer educator
Methods: Recruitment
• Each healthcare professional underwent an individualized semi-structured in-depth interview conducted by the first author; interviews lasted 39-90 minutes • Interview guide questions explored various aspects of the HIV disclosure process including:
 Healthcare professionals' role in the HIV disclosure process  How disclosure should be approached  When should children receive disclosure  Who should disclose to children  What is the appropriate timing and setting for disclosure  Benefits, consequences, emotional, and psychological aspects of disclosure  Services/programs available or needed by HIV-affected families going through the disclosure process
Methods: Data Collection
• Recorded interviews were transcribed and coded by the first author and two university students assistants
• NVivo 8 qualitative analysis software was utilized for data analysis using the modified Van Kaam method (Moustakas, 1994) • Codes and themes were cross-checked by the last two authors The timing of HIV disclosure is multifactorial and is based on:
 Parental consent should be present before disclosure occurs to children  Additionally, both the parent and child need to be prepared and ready for disclosure to occur  Disclosure is a gradual process that starts at time of parental and/or child diagnosis.  The gradual process is challenging for children diagnosed late or those who are not regularly seen by a healthcare provider (e.g., missed clinic visits)  A gradual process is preferable, because it makes illness acceptance easier, and a gradual disclosure process reduces child-associated shock, denial, and withdrawal  Preferably start gradual process at 7 years and provide increasing bits of information over time Family members will be able to morally and physically support each other There is increased ART adherence due to ability to take medications and attend clinic visits freely; this is important for infected family members' health statuses Disclosure provides an opportunity to teach children about the illness while also providing sex education; children are sexually active at young ages (9 years and up) Results: Benefits of Disclosure
• Disclosure followed by regular education on the illness encourages children that they or their parents can live for a long time
• Disclosure helps prepare children (especially older ones) for parental death, property inheritance, and future eventualities; there's an opportunity to tell children who will care for them in case parents die
• Disclosure frees parents from the burden of keeping theirs and/or their children's illnesses a secret
• It is possible for healthcare professionals to inadvertently disclose to children. Therefore, disclosure frees healthcare professionals to provide appropriate care and advice to children, and answer their questions with the correct age-appropriate answers
Results: Effects/Consequences of Disclosure
Healthcare professionals stated that they advised or had seen the following disclosure consequences occur for parents:  Healthcare professionals also advised that other organizations should be involved with disclosure as appropriate and needed. These included religious organizations, AIDS service organizations, schools/teachers, and international non-profit organizations
Policy Implications
• HIV disclosure is challenging, but guidelines are available from WHO (2011). Healthcare professionals need to be made aware of their existence • These guidelines should be used to train healthcare professionals working with HIV-affected families • Disclosure-related training should also be provided to healthcare professionals on a regular basis • Unless action is taken, disclosure to children will continue to occur at an untimely pace that exposes them to adverse outcomes • Studies are needed that help find innovative ways to increase HIVpositive parents' desire and capability to disclose to their children in a timely manner • These studies should be discussed with and planned with HIVaffected family members and peer educators
• Disclosure is challenging even for trained and experienced HIV counselors
• There is no perfect way on how to do it, and timing is based on the parent's consent and ability to proceed with disclosure
• Healthcare professionals are unable to intervene until parental consent is obtained • Uncertainty about the process is sure to continue for years to come and there is no clear solution on how to assure timely disclosure to children…..
Conclusion
"Disclosure is a controversy in our house between I and my wife. I know I have much information on HIV and I would really want my children to be tested but when I bring this discussion in the family, my wife is not free herself yet. That is why we have not even disclosed to them. As much as I would want to disclose, the mother would not want to disclose, and at a given time we have even gone for counseling so that we could discuss this. She was like I am not ready to disclose to my children my status… As much as I have educated people and some I have disclosed to but uh, it is a, it is a difficult story. This is why at a given time we always tell even our colleagues, counselors, and other people that who are caring for us? We also need counseling services." Peer educator
PeerJ Quotes From the Benefits of Disclosure Theme "It is better for them to know so that they can take care of themselves. So that they don't have, or start those risky behaviors which will endanger the others who don't have HIV. They will know at that early age to take care of themselves and to avoid any risky behavior which will expose them in getting other opportunistic infections like STIs or infecting others." Registered nurse "I think it is important for children to know their parents have the disease. When they are mature enough is when they can be told so that they should be aware that mummy and daddy maybe one day or time they will not be there, so that they can cope by themselves and take care of themselves." Social worker
Quotes From the Effects/Consequences of Disclosure Theme "The consequences are being arrogant or even being unruly. Boys tends to be more unruly, girls it's like they kind of do it in hiding, they don't show it, but boys openly do it. This is a kid who was very obedient to the parent, he was good in class, you get? That goes out of the way now, he can't listen to the parents anymore. I don't know if it is because of the hatred they have, now they start associating themselves with the bad group, what's called the bad group in the society, those who want to do the bad things. They may even try smoking." Clinical officer "The consequences that I have seen is about stigma because when they have understood what HIV is and how it is contracted, they associate it with risky behavior for contracting HIV. If we go to where they stay, it is mostly related to stigmatization, they think if they share or they come closer they will also get HIV, even if it's not the right route for getting HIV." Peer educator
Quotes From the Disclosure-related Services Theme "They need counseling services, that is one. Two, we have support groups and these support groups we need to refer some of these children or some of these families into support groups where we will build their coping mechanisms into terms. Three we need some more home visits, conduct more home visits to build the relationships between the children and their ailing parents because now they have known yeah bring them up in that kind of family so that they can be able to understand more of their parents and this will also build up their coping mechanisms and how to understand their parents further yes. Finally is to give that family support, what I mean by family support is to give the maximum support into that family, all support we can be able to necessarily give them maybe financial, maybe moral, maybe spiritual, all that kind of support we need to give them so that they can be able to cope to come into terms." Peer educator
